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(e.g., inpatient deaths only, inpatient deaths plus deaths occurring up to 30 days after discharge, or deaths occurring in or out of the hospital up to 30 days after admission) has been the subject of considerable debate (in this case for evaluations of hospitalization for Medicare patients, as discussed in, for example, Jencks et al., 1988; Kahn et al., 1988; Chassin et al., 1989; Ente and Lloyd, 1989). How much more complicated, then, is the task of deciding when and how often to assess the broad set of health status measures that arguably will tell much more about the end results of emergency care. The ideal would be to measure outcomes at various points in an episode of care in order to judge the variability in care provided, but the costs and practical considerations of taking that approach are extremely high and complex.
How to Measure Outcomes Two key issues relate to assessment techniques. One pertains to the assessor, that is, health care professional, parent, or child. Clearly, for infants and younger children as well as for profoundly impaired individuals, outcomes must be reported by adults. For most older children, adolescents, and teenagers, outcomes can be reported by the patients themselves, and in certain circumstances or for certain measures, this may be more desirable and more valid than relying solely on reports by either providers or parents. The other issue pertains to the measure and whether it and its scoring rules are appropriate for children (or for children of different age groups and developmental levels).
Privacy and Confidentiality
Equally complex and perhaps more contentious are issues of privacy and confidentiality and the related potential for legal liability or serious harm to individuals in the case of breaches of those legal or ethical rights. As noted in the discussion above on linking data, statutory or administrative constraints can restrict access to demographic and other identifiers needed to link data on individual patients, chiefly out of concern for privacy and confidentiality of sensitive medical information on specific, and potentially identifiable, patients and for the possible harm that might come from inadvertent disclosure of such information." This committee encourages efforts to develop and implement data collection programs and policies that will protect patient privacy and confidentiality while making it possible to conduct needed studies for system evaluation.
In another vein, facilities and agencies collecting routine information may be reluctant to share data with institutional, physician, or other provider identifiers intact; they may fear potential malpractice liability or public disclosure of unflattering information about performance and patient outcomes. Here, too, an understanding of the need for evaluation and con-f illness rather than in attempts to develop new, or yet more complex, scoring systems based on yet more sophisticated laboratory tests and physiologic parameters.per et al., 1992). Such01-239)— established regulations designed to ensure that patients receive appropriate assessment and stabilization before any transfer is made, to ensure that transfers are made in appropriate vehicles and to facilities that are able to provide necessary care, and to deter "dumping" of patients from one hospital to another on the basis of the patient's ability to pay.
